Objective: To deepen the knowledge of frail elderly patients' preferences for participation in medical decision making during hospitalization.
Introduction
Health care professionals have a responsibility to involve patients in decisions concerning care and treatment. This has been accepted as ethically appropriate practice and is a part of health care legislation in many countries [ [1] [2] [3] ]. In addition, patient participation overall in decision making is associated with higher patient satisfaction and improved treatment outcomes [ 1 4 5 ].
MeSH defines patient participation as involvement in the decision-making process in matters pertaining to health.
It has been concluded that physicians cannot easily assume their patients' wishes to participate in clinical decision making, as patient preferences for involvement in shared decision-making tend to be varied [ [6] [7] [8] [9] [10] [11] ]. Some studies show that the variability in patient choice could be anticipated from demographic factors such as age and educational level, meaning the higher the education, the higher of the desire for participation, and the older the patient, the lower the desire for participation [ [12] [13] [14] [15] [16] , but this finding is not consistent [ 7 17 ].
There is abundant literature showing the benefits of patient participation [ 1 4 9 18-21 ], but as stated in the Cochrane report by Wetzels (2007) [ 22 ] , the number of relevant studies found on patient participation in older patients is strikingly few, despite a highly sensitive search technique. This
Cochrane report was done in the context of primary care, but what do we know about patient participation in hospital, regarding older patients? Elkin [ 23 ] found -in the context of chemotherapy treatment of metastatic colorectal cancerthat about half the patients (n = 73; mean age 76 years) preferred a passive role in the treatment decision-making process, and Degner [8] , in a study of 436 newly diagnosed cancer patients, Frail elderly patients' preferences for participation 3/30 found that the majority (59%) of patients wanted physicians to make treatment decisions on their behalf (n = 436, mean age 63 years).
We did not find any studies on fragile, hospitalized elderly patients. The coming half-century will see a dramatic increase in the population of elderly age groupsand the group of very old is growing most rapidly in the western world, including in the United
States. According to a study based on a multicenter computerized database of 70 hospitals in 25 . The frail elderly are, therefore, a very important group of patients to focus on, due to their rising number and rising economic impact on health care costs, and due to the challenge of adjusting the hospital care system to meet the needs of these patients. Little is known about elderly patients' preferences for participation in their care during hospitalization, especially the group of very frail elderly, who face many medical decisions and many hospital inpatient days, most often acutely admitted.
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The aim of the current study is to deepen the knowledge of frail elderly patients' preferences for participation in medical decision making during acute hospitalization.
Methods
The study consisted of 15 qualitative interviews of fragile elderly patients. The patients had recently been hospitalized in one of two middle-sized hospitals in an area of Sweden having a total population of around 350,000 inhabitants. The hospitals are responsible for all acute hospital care in the area for all age groups.
Information about the study was distributed in the hospitals, the patients were identified by nurses and doctors as persons more than 75 years of age who had been hospitalized three or more times in the previous 12 months and had three or more diagnoses in their medical records according to the International Classification of Diseases (ICD-10).
All patients were informed about the study verbally by a nurse, as well as in writing. After giving their written consent, the patients were contacted by the first author to arrange an appointment for the interview. Exclusion criteria were difficulties in speaking and understanding the Swedish language and obvious dementia.
Before the study a semi-structured interview guide was constructed, based on the authors' clinical experience and research 28 . The guide was tested on one healthy and three fragile elderly persons and then revised slightly. The guide was then reviewed by a group of researchers with interviewing experience, and some further adjustments were done before it was used in the present study (see Appendix). The guide was used as a memo concerning areas to discuss and was associated with follow-up questions that were used to ensure the patients had understood the original questions.
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Fourteen of the interviews were done by the first author and one by the third author. Each interview took about 40 to 90 minutes. Interviews were tape-recorded and transcribed and slightly modified from verbatim. Demographic data and data on diseases and concurrent illness were collected from the patient records.
Analysis
Data were analyzed using qualitative content analysis as described by Lundman and Graneheim , and using both a manifest (descriptive) and a latent (interpretive) focus. No predetermined categories were used. The following stages of analysis were performed: 1) the transcripts were read through repeatedly to obtain an overall impression; 2) the interviews were scrutinized to identify significant text segments (units of meaning); 3) significant text segments were condensed to shorten the text mass and then coded; and 4) preliminary categories and subcategories were identified by clustering matching codes and by comparing similarities and differences. The preliminary categories were labeled, based on the content. During the analysis we continually reorganized the codes and the categories until the material could be divided in a natural way. We only categorized units of meaning with importance for the study. Coding and development of categories were mainly done by the first and last authors. During the process a latent interpretive category emerged -the main theme. See Table 2 for further illumination of the analytical process.
Trustworthiness
To validate the results, responses to questions were further probed several times during the interview, to gain deeper understanding. Coding and development of the categories were done by Frail elderly patients' preferences for participation 6/30 the first author. The third author read all the condensed units of meaning and also questioned the preliminary analysis. After 10-12 interviews, no new categories or subcategories were developed, but further interviews continued to increase the credibility of the study. The first author has been working as a geriatrician for about 20 years and the last author is a senior researcher in palliative care and qualitative methods. 
Ethical considerations
There was a risk that patients might identify the interviewer with the hospital care system and feel uncomfortable expressing criticism, out of fear that their candor could affect their future Frail elderly patients' preferences for participation 7/30 care. Therefore, in the verbal and written information we were cautious to stress that no information from the interviews could lead back to the patient records and that all participation in the study was voluntary. The researchers were not in any way connected to medical care of the patients. Ethical considerations were observed according to the recommendations of the Helsinki declaration, as suggested by Wilkie [ 30 ] . The Research Ethical Committee at the Faculty of Health Sciences, Linköping University, approved the study (Dnr M104-08).
Results
A total of fifteen patients were interviewed, three of them while still in hospital, the rest in their own homes. The patients were living in both rural districts and urban areas. Three of the patients lived in a special facility for the elderly.
Most of the interviews were done 0-2 weeks after discharge. The patients were between 75 and 96 years of age. More demographic data can be found in Table 1 . The average number of hospital stays was five and a half in the previous year, meaning that the patients had a considerable experience of being admitted to and discharged from hospital. Although very ill (three died shortly after the interviews), most of the patients were able to express themselves very well, and they were willing to talk about their health care experiences.
Analyzing the interviews revealed 3 categories (figure 1):
Participation through information and communication
Barriers to communication Preferred degree of participation
And a more latent theme:
The patients' perception of the hospital as an institution of power
The citations are identified with patient number, gender, and age, according to Table 1 .
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Barriers to communication
Examining the problems with participation reveals several troublesome conditions for communication (see Figure 1) .
Ageing and being too ill
One problem was patients' being too ill for example being too tired, being in pain or being too confused to communicate or to be interested in doing so and, thereby, to participate in their care. Due to advanced age and illnesses, the patients had extra difficulties understanding information 31 -something they were often well aware of. Many chose not to care so much about information and expressed that they were not as interested to know as they were when they were younger. 
Many doctors involved in medical decisions
Patients also had trouble dealing with continually changing doctors. New doctors appeared practically every day, sometimes with different treatment strategies. This made it difficult for the Frail elderly patients' preferences for participation 11/30 patient to feel confident in treatment strategies and to follow the thoughts and plans made by the doctors. 
Stress and rapidity
The patients gave examples of participating less when they felt the staff were stressed and when they experienced short stays in hospital, which gave little time for information to be communicated. For example, patients did not think they had the right to oppose a decision about discharge. 
Preferences for degree of participation
When trying to elicit the degree to which the patients wanted to participate in the medical decision making, we got three different types of answers ( Figure 1 ):
Felt satisfied with information and participation
This group expressed that they were pleased with the information they received which enabled them to participate to the degree they wanted, and they took the responsibility themselves, as patients, to ask questions, if they wanted to know more.
Int: Are there ways you could participate in your care other than to become informed?
Pat: That's the only way to participate -to ask to learn more and to understand.
Int: How do you think you should be as a patient to be participating as much as possible?
Pat: That's up to the patient for the most part, I think. (Pat no.11, female, 81 years)
Wanted to get more information and participation
Frail elderly patients' preferences for participation 13/30 Another group of patients described how they didn't get information, if they didn't ask. They expressed dissatisfaction with the low level of information they received. Some of them did not dare to speak up, while others asked many questions. They expressed the desire to get more information from their physicians. 
The main theme: The hospital an institution of power
When analyzing all the interviews as a whole, a more latent theme emerged that we interpreted as the patients' perception of the hospital as some kind of an institution of power, both in terms of its competence, its hierarchy and of its doctors as people ranked higher than themselves. That the hospital was considered as an institution of power was based on the patients' perception of the hospital being more competent and, therefore, more able to make wise decisions about care
Frail elderly patients' preferences for participation 14/30 and medical treatment. They felt that -the hospital‖ made the right decisions and they often expressed great confidence. The theme and categories is illustrated in Figure 1 ], with the patients taking a more active part. On the basis on our findings, together with the findings of Bastiaens (2007) , it seems that a majority of elderly patients prefer non-participation in medical decisions, but nevertheless, good information and communication.
Barriers to information exchange and communication
Frail elderly patients' preferences for participation 16/30 To obtain shared decision making requires at the least good information It is inevitable that hospitals will care for older patients who have hearing and vision difficulties, but the question is what measures we can take to minimize the consequences of these disabilities.
On the contrary according to the patients in this study, they are treated in a stressful milieu, in which they encounter many persons involved in their care and particular patient difficulties tend to not be considered.
The differing treatment strategies among doctors and the lack of clear responsibility for treatment decisions, including discharge, makes it very difficult for patients to feel they are participating. This -collusion of anonymity‖ described by Balint [ 35 ] (vital decisions are made without anyone feeling fully responsible for them) is a big problem for geriatric patients with many diseases and often many medical specialists involved, with risk of both over-and undertreatment of different medical conditions [ 36 37 ]. It requires special geriatric interest and skills and good communication among health care practitioners to optimize this situation for the patient.
That so many patients expressed problems communicating with doctors who were not being able to speak the patients' own language was an unexpected result, but taking into account the growing possibilities for migrations of doctors, for example, in the European Union countries, it
should not have been a surprising finding [ 38 39 ] and is perhaps an issue to consider in the future.
Health literacy
Health literacy -or poor health literacy -could be part of the problem leading to low patient participation in medical decisions in our study. One definition of health literacy is given by . These patients' physical illnesses and their decline in hearing, vision, and higher cognitive functions are associated with greater effort required to gain information about their health and/or illnesses, for example, by attending meetings or taking advantage of other educational opportunities. Also, due to the cohort effect, it is unlikely that these patients sought information through the Internet; none of our patients expressed spontaneously that they did so.
All these factors contribute to poor health literacy in the frail elderly.
Empowerment
In the context of health care, empowerment has been described as an absence or decline of powerlessness, helplessness, alienation, victimization, oppression, subordination, and
. In our study we found three groups of patients according to preferred degree of participation (Feel satisfied with information and participation -Want more information and participation -Do not feel a sense of participation -but do not want to, either). This division matches the groups of patients divided according to empowerment by Edwards: empowerednon-empowered -disempowered 42 . The empowered patients was described as patients' in 18/30 control over treatment decision making and could be matched to our group of patients -Feel satisfied with information and participation‖. The non-empowered patient according to Edwards was the group of patients who did not desire responsibility for making decisions relating to their health and preferred that healthcare practitioner to made decisions for them. This group could be matched our group described as -did not feel sense of participation -but did not want to, either‖. The third group of patients that was described by Edwards as disempowered were caractarized as patients whose information had been regulated by health care providers and in this way had been ‗disempowered' by limiting their ability to make choices based on (lack of)
information. This could be matched to the group of patients in our study that -wanted to get more information and participation‖ (Table 3) .
Hospital as an institution of power
According to our latent interpretation of the results, we found that the patients perceived the hospital care system as an institution of power with which it is not possible to argue or disagree.
The patients focused on the superior competence of health care professionals as the main reason for this power, which they relied on with confidence.
Patients' perception of the hospital as an institution of power can be compared to the -power/knowledge‖ described by Foucault. In his view, knowledge is forever connected to power, and he often wrote them in this way: power/knowledge. His formulation has been used since the 1970s to understand the consultation or meeting between health care professionals and patients [ 43 44 ]. This power/knowledge, together with medical rituals such as the doctor's wearing a white coat and carrying a stethoscope, form what Foucault described as -governmentality‖ [ 45 46 ]. Governmentality is a style of power-knowledge in which growing bodies of knowledge coupled with rituals allow experts (such as doctors) to lay claim to the power of governance (Foucault, 1986) 47 . We know that some patients do not attempt to seek information or are reluctant to discuss information in consultations due to fears of presenting a challenge to health care practitioners and their medical authority [ 42 48 49 ]. According to Edwards 42 this is patients in the group of non-empowered patients and in this study the group of patients that -did not feel participation -but did not want to either‖. The question is how many patients with this preferred degree of participation that has chosen this standpoint out of fear of challenging the medical power/knowledge? If we want to enhance patient participation we have to be aware that the hospital is perceived as a powerful institution and, therefore, should encourage involvement, especially of the frail elderly, taking in consideration all the barriers to communication listed above. Non-empowered patients: Do not feel a sense of participation -but do not want to, either -Prefer a passive role in medical decision making; sometimes feel too old or to ill too care
Cohort effect
The question is whether the findings in the study are specific to our current era and cultural circumstances, including a more old-fashioned, hierarchical mode of thinking or mostly caused by the patients' being frail and very sick and thus not able to argue or question much. Having a Frail elderly patients' preferences for participation 20/30 different cultural background from the health care staff due to age will always play a role, together with the differential in the elderly patient's knowledge of health care vis-à-vis health care personnel. Some of our patients clearly expressed that they would have participated more in medical decisions when younger. Other patients expressed their own incapacity to participate due to confusion. It thus seems possible that the preference of patients in this study for nonparticipation is due not to cohort effect, but more likely to age and illnesses. Search in the literature has revealed only sparse facts about the effect of age on preferences for patient participation, and the most fragile group presented in this study has not been covered in the literature to date. A study in the context of primary care [14] concluded that more informed decision making was observed in 2001 than in 1987, but that observation did not apply to the elderly. Other factors as mentioned above, including health literacy and Internet use, will change, but patients who are ill and old with mental and physical fatigue will always be in a subordinate position and find it difficult to actively participate in medical decisions. Therefore, in the authors' view, it is important to not rely on time alone to solve the problem of this group of patients being overruled and sometimes patronized.
Conclusion
The study has deepened our knowledge about frail elderly patients' preferences for participation in medical decision making and it was shown in this study that they did not express a wish to make decisions about their care and medical treatments, but they wanted to be thoroughly informed and listened to; that is, they wanted to enjoy good communication with their hospital care providers. The results differ from other recent studies in that our patients expressed a greater preference for non-participation in medical decision making. The patients perceived the hospital care system as some kind of institution of power with which it is not possible to disagree. 
4.3.2.
More time should be given to provide information and re-information about investigations, diagnoses, medicines, and planning of health care, including discharge from hospital, especially to frail elderly patients.
4.3.3.
As few people as possible should be involved in the care of the frail elderly to enhance communication and knowledge of the patients' preferences.
4.3.4.
Health care staff must be able to communicate in the language of their patients or take the necessary measures to diminish the negative consequences of not being able to communicate directly with their patients.
Limitations and further research
This study was designed to deepen the knowledge of frail elderly patients' preferences for participation in their hospital care. The technique was qualitative, with in-depth interviews with rather few patients. They were able to provide much valuable information, but to get further knowledge in this area, it would be useful to conduct a quantitative study with a questionnaire to show to what extent the identified areas of concern influence patient participation and to what degree a more shared medical decision-making model is wanted by these patients. Frail elderly patients account for a rising proportion of all health care costs [ 27 ] . To ensure the greatest benefit from health care expenditures and to provide good quality health care, future research and medical education should focus on the challenges of adjusting the hospital care system to meet the needs these patients.
